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INTRODUCTION

The sweet sound of New Orleans jazz surrounds me, intoxicating me. It’s my favorite kind of jazz, all rhythm and feeling, and I’m being treated to a concert by New Orleans jazz master pianist Henry Butler. I’ve been invited here to do a live painting for the one-thousand-strong audience, to create a visual interpretation of the music on a huge canvas while Henry plays. I’ve never done anything quite like this before. I’ve painted portraits on live TV, and painted the sounds I hear in music and the tastes I sense in food, but I’ve never painted in a timed setting where my work has to be finished when the music stops. It’s exciting to say the least.

I’m working fast, keeping up with the flow of notes, falling down on my knees to spread color at the bottom of the painting then lunging up to work at the top. I have horizontal ribbons of color blended across the left side of the painting, deep purples with hints of red turning into blue, orange, then a splash of yellow in the center. Before the concert I wasn’t sure how the music would inspire me, so I mixed a whole range of paint colors and figured that if I listened intently and relaxed enough it would all work out. So far so good. Just a few minutes into the first piece the colors were obvious. They were right there in the music. Bold colors. Living-life-to-the-full colors. As the music pulses through me, vibrant and joyful, the lively paints fill one whole side of the canvas. To the right I’m starting work on a portrait of Henry, but the audience doesn’t know it yet. I’ve arranged the composition in my mind beforehand, figured out my brushstrokes so the seemingly abstract lines of paint will reveal a close-up of Henry’s face just twenty minutes before the end of the concert. I want the audience to connect with the painting, to be able to recognize something in it. As a camera will be on Henry throughout his performance, streaming his face onto a huge screen for everyone to see, painting his portrait seems like a good idea. It’s a lot to accomplish. And it’s physical work. There’s a huge expanse of canvas to cover.

Already we’re one hour into the show. Henry has told a story or two between songs and a spoken word artist has performed, and I’ve kept on painting. Now there’s a short intermission while Henry takes a break, and I feel my adrenaline suddenly kick in. We’re halfway through the concert, but I’m not halfway through my painting. Nowhere near. I start picking up speed, working hard and fast, moving from the bowls of paint by my feet to the table that holds my brushes to the canvas and back again, changing colors again and again. My jeans and black shirt are splattered with paint.

In the back of my mind I’m aware that I’m perched up on an enormous stage, four feet tall, fifty feet wide, and fifteen feet deep, a stage just for me, with a camera trained on my every move. I’m the center of attention now that Henry has gone. I wonder if I look as agitated as I feel inside.

The music starts up again. There’s a sense of relief that Henry’s back and I’m no longer the sole focus, but it’s as if the clock has started ticking again. I will myself to work even faster. I return my concentration solely to my painting and immediately everything else takes a back seat. Henry’s music, the presence of the audience, the thoughts in my head, all reduced in volume, scarcely background noise. All I hear now is the sound of my brush feverishly slapping paint onto canvas. Sometimes it just won’t spread fast enough and so I’m spreading it by hand, pushing it into place, moving the portrait along. Sweat slides down my face. This much is normal for me, this intense concentration while painting that becomes physical exertion, but here I’m darting around all over the place. I feel like I’m running a marathon. I’m down on my knees dipping my brush again and again, racing against time. For a brief moment I imagine my wife, Jacqi, out there in the audience willing me to get it done, to get it right.

All too soon the music has finished and behind me I sense people in the crowd leaping to their feet applauding and shouting. I keep on working. All I can think of now are the colors and compositions in my mind, on the canvas in front of me. Someone is speaking over the loudspeaker. It’s just words to me, distant noise. I register more applause and more speaking. I’m not listening. I’m lost in paint. Urging myself on. I’m lunging up to the top of the painting, applying black paint, concentrating, sweating. Now I’m adding purple, changing brushes, changing colors. Henry leaves the stage, there’s more applause and I pour more paint. I will finish this painting if it’s the last thing I do, if I’m here until midnight. My name is mentioned over the loudspeaker. I ignore it. There’s more applause. Henry has been brought back to play an encore. I’m hoping he’s chosen a really long piece and then, as if this is the way I’d planned it all along, I’m done. All of a sudden the painting is finished. With Henry’s last notes I’m able to lay down my brush. The twenty-four-foot square canvas glistens with wet paint.

Between Henry’s reappearance and me finishing my portrait, the crowd goes wild. I want to jump in the air or yell with happiness. I’m relieved and exhilarated. I feel so grateful to be caught up by the audience in this swell of excitement. Behind me the painting shows Henry from his sunglasses to his shoulders, looking slightly to his right in the direction of the bright ribbons of color. Rough black lines make up his face while touches of rich color are mixed in here and there, matching the abstract colors that represent his music. White paint splashes across his face then beyond to merge with the streaks of color as if music itself is emanating from him. I’ve tried to represent his strength, his vitality, and his music all together, and it’s funny because these very same emotions are surging toward me from the crowd as if we’ve all connected through the art and the music. It’s a truly powerful feeling.

I make my way to the edge of the stage through the noise and goodwill of the crowd and sit down, my legs dangling into space, partly because I’m exhausted and partly because I’m not sure what I’m supposed to do now that the painting is done. People approach me, shake my paint-covered hands and say nice things about my art, about me, something about themselves. This is the part of my painting life that I love more than anything—that instant connection with others. It’s real and immediate and it’s why I started painting in the first place.

You see, ten years ago I went blind, the visual cortex of my brain damaged by constant epileptic seizures. I’m sitting on the edge of the stage with my guide dog, Echo, by my side. I can’t see the people shaking my hand, nor could I see Henry playing the piano, or the portrait that I painted on the canvas. Not in any conventional sense of the word at least. When I lost my vision I lost my sense of self and my place in the world too, and it took a long time for me to find my way back. Before I went blind I had never picked up a paintbrush, but I became convinced that through art I could find myself again and reconnect with family and friends and, eventually, the world beyond. Luckily for me I was right. And now I have the distinction of being able to say that I’m a non-visual visual artist.

I’m in Albuquerque this week painting music and portraits as part of the Southwest Disability Conference, a huge event taking place over several days that’s designed to raise money and awareness for people with disabilities in all the states in this part of the United States. It’s one of many such events that are held frequently around the country and which I attend as often as I can. I’m here as the Resident Artist of Texas at the request of the Texas Governor’s Office. I donated a painting that was made into a poster, sales of which will raise money for educational scholarships for people with disabilities. As well as doing the live painting, I taught an art workshop to a crowded room of people in blindfolds, getting them to open their eyes to how people really perceive the world. It really makes them think.

So how exactly does a blind artist paint? If you think back to me standing on that huge stage with my paints, brushes, and canvas, I need to explain that I paint by touch. Basically, I see with my fingers. Once I worked out the composition of my painting of Henry in my mind’s eye, I felt his face, section by section, and through my sense of touch my fingers were able to do the rest. Within moments of feeling his face I had an image in my mind, an image that I could call on when needed and so later I could paint his portrait. The fingertips are amazing sensors, and they give me so much detail that I then transfer through my paintbrush onto canvas. I should also add that I use raised lines to feel my way around a painting so I can tell exactly where I am and easily orient myself. I drew these lines before Henry started playing so they were there as a guide for me. They were white lines on a white canvas and not a visually appealing process for the audience, so I preferred to focus on painting color and getting to work on the portrait once the music started.


There’s another piece to my puzzle that I couldn’t do without: my guide dog, Echo. While I was painting, she waited patiently underneath the table, and when I finished, she walked with me to the edge of the stage and lay with her head in my lap. She’s my trusty sidekick and constant companion. She stops me from doing things like tumbling off the edges of stages into the audience.

This train of thought leads me to remember an expression that people use without thinking: “The blind leading the blind.” The second part of the expression states “If a blind man leads a blind man both will fall into a pit.” It comes from the Bible and it’s not very flattering about the blind, as it basically means incompetent people leading others who are similarly incompetent. There’s even a painting about it from 1538 by Pieter Bruegel the Elder, which appeals to me as an artist, but the painting of six blind men all stumbling after each other into a ditch makes me think that life wasn’t so great for the blind in the sixteenth century. I like to think we’ve come a long way since then. Did I mention that the jazz pianist Henry Butler is blind? I have to believe that in this case where a blind musician led a blind painter we produced something beautiful together with great competence and managed to stay far away from the edges of any pits.
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The next day I sign hundreds of copies of posters for people. They stand in a line that snakes out of the room I’m in and around the convention hall. It’s an amazing feeling, me sitting at a table, scribbling my name on a reproduction of a piece of my artwork for people to take back with them to their homes and pin up on a wall somewhere. It’s still hard for me to believe even though I’ve done this kind of thing before. I talk to each person and thank him or her for coming, and they all say the nicest things about me. I could sit there all day and soak up all the compliments because part of me doesn’t quite believe they’re for me, and part of me knows they’re for me but doesn’t quite understand why, and another part just says, keep them coming. These people are from all over the country and they bring with them something of themselves, their homes, their lives. A lot of them say I inspire them to share a part of themselves. They tell me about their troubles, or about a family member’s disabilities, until I’m humbled by their trust in me as a listener. I’m their confidante. And I’m struck throughout the signing by how much people have gone through, are still going through, and by how hard it can be to come out the other side. I’m listening to stories of sickness and injury, of poverty, job loss, and death, but I’m not hearing people complain or bemoan their fate. Not at all. I feel lucky. I’m bearing witness to stories of hope and courage. People are laughing at the things they’ve experienced, talking about their past and their futures. And I’m hearing people say thank you to me for showing others that it’s possible to want the impossible, to dream big and aim high despite the limitations of disability. Or because of those limitations. And I’m incredibly grateful to them for saying so. It’s true. I was able to come to terms with being a blind man, but I didn’t accept the limitations that were supposed to come with it.

Long after the last poster has been signed and the afternoon has moved toward evening, I’m still thinking about their words. This is the connection I was looking for when I decided ten long years ago that I could learn to paint despite being blind. When I was trying to find a way from my world back into the world I once knew so well but had lost on so many levels. Connection. It’s something I constantly seek out through my painting. On days like today I feel that I have genuinely succeeded and it makes me feel good. So why is there an unsettled feeling in my stomach that I associate with guilt?


I think it’s because the people I met today and yesterday at the concert and workshop, the people I meet at art workshops and lectures and art exhibits around the country and especially across my home state of Texas see me as I am today. An accomplished painter giving back to people with disabilities. A man who lost his sight and became an artist. They see me as an inspiration and I’m happy for that. But I don’t want to be put on a pedestal. I wasn’t always this way. I didn’t leap into this new role perfectly formed. Instead I spent many dark, angry months unhappy with whom I had become, miserable with my lot in life, and certainly not an inspiration to anyone, including myself. When I became blind I thought my life was over. I was already struggling enough with epilepsy so what hope could I find for a blind epileptic? I saw myself as a burden, as someone whose body had failed him on too many occasions and left him without dreams of a future. Everything was dark.

When I think of myself standing on stage in front of one thousand people painting the sounds of jazz in vibrant oils, I’m amazed and delighted by how far I’ve come. My first paintings were undertaken in secret in my den and created in a steaming fervor of anger. There was nothing hopeful about them. In some ways I intended them as a slap in the face of fate. I hid them when guests came over so they wouldn’t be embarrassed by more failure in my life, and when my mother found out that I was painting she didn’t want to see my work. Just the thought of having to tell me truthfully that it was terrible, the prospect of seeing disappointment on my face again was too much for her to bear.

My journey from there to here is the story of who I am today. We all want to end up in a good place, but the old cliché is true—it’s the way we get there that’s most important. Now I see that it was okay for me to feel anger and disconnection because it fueled me and drove me to find another way of being, another way forward. Because ultimately I had to understand that I was never going to get my old life back. Instead I had to make something new for myself. I had a long journey to undertake and none of my old maps or my old ways of being worked any more. It became a journey of reinventing everything I’d ever known, a walk in the dark in all senses of the word.
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CHAPTER ONE

Childhood: Medicine without Answers

When people ask me about my childhood, I always say it was happy. That’s how I think of it: a happy, normal, all-American childhood. I lived with my parents in the suburbs of Dallas, Texas, and went to a local school. We moved a couple of times but not enough to make life seem unstable. We had houses with yards and a succession of dogs. Relatives lived nearby and cousins stayed over. I remember weekends of camping by a lake. It was the kind of childhood that, when I look back, gives me a warm feeling in my gut.

But when I start to really think about it, my childhood was far from normal and, at many times, was far from happy. When I was four years old, I started to get sick every three months or so. I’d come down with a virus and then another one. Or I’d have migraine headaches, pain down my left leg, or projectile vomiting. Even though these are classic symptoms of kidney problems, my pediatrician just couldn’t figure it out. He’d try to treat one or another symptom but never looked at the big picture. Then he decided I just wanted attention, that I loved going to the doctor’s office and having my parents worry about me. His medical advice: send me to my room every time I felt sick. Apparently I was inducing projectile vomiting to get attention. My poor confused mother didn’t know what to do, and I was getting sicker while she trusted the doctor’s advice.

In reality I had congenital kidney disease, and my body was filling up with toxins because my kidneys couldn’t filter them. As my kidneys grew, my symptoms, too, grew worse. This continued for three years. Instead of coming down with a virus every three months, I’d be feeling sick every other day and we’d be back at the doctor’s office three times a week. Once my mom spoke with another mom in the waiting room and described what I was going through. Immediately this woman said it sounded like kidney disease. A neighbor’s child had the exact symptoms and the pediatrician had diagnosed it as kidney disease. While the woman was happy to volunteer this information, she begged my mother not to mention her name if she talked with the doctor. He didn’t deal kindly with people questioning his diagnoses.

So during my visit my mom asked if I might possibly have some kind of kidney-related sickness, and, of course, mentioned no names. The doctor became furious and said it was out of the question. And so the misdiagnosis continued.

Eventually I ended up in the hospital. My doctor sent me there thinking I might have appendicitis, but instead I was hooked up to an IV for an intravenous pyelogram (IVP) to test the function of my urinary tract and my kidneys. To the doctors there my symptoms were completely obvious. They injected an iodine-based dye into a vein in my arm and then took X-rays as the dye traveled through my bloodstream to collect in my urinary tract and kidneys. The contrast color of the dye turned these areas bright white on the X-ray images. From this test it was immediately obvious that my left kidney was not functioning, and that this was causing all the health problems I’d been having. The doctors were stunned that I had gone undiagnosed and untreated for three years. My symptoms were absolutely textbook.

Finally we knew what was wrong with me. My kidney would be removed, and then we could move forward and leave my health problems behind. It was a relief for everyone, but especially my parents. While I had grown to accept my visits to the doctors and my days off school as normal—after all it had been going on like this for almost half my life—my parents knew otherwise. They had lived with the uncertainty and exhaustion of having a chronically ill child. Now they had a diagnosis. And while nobody wants their child to be diagnosed with a disease or to have to undergo major surgery, in many ways this was a positive thing for my parents. Now they knew what they were dealing with and could look forward to me leading a completely normal and healthy life with one functioning kidney. Little did we know that we were not out of the woods yet. Far from it.

The surgery went fine. After it was over I lay in my room in the dark listening to the movie Orca, imagining the scenes of the distressed, vengeful whale. I did that a lot back then, taping movies and listening to them without video. For a day or two all was good, but then I spiked a very high fever for no apparent reason. Doctors bustled around me and worried about infection, about having left a sponge or something behind inside me. We were back to medicine without answers. A couple of days before my surgery, the preacher at our church told my mom about a dream he’d had in which doctors were standing over me, shaking their hands, saying they didn’t know if I’d make it through or not. Why he told her this I don’t know. It wasn’t very helpful and just made her refuse to speak to him for a very long time. When I was sick again with a raging fever, the only thing my mom could think about was the preacher’s dream.


Eventually the fever went away and everything was fine—except for my doctor coming in to visit and grabbing me by my sides to say hello. I almost passed out with the pain. He was not my favorite person.

For six weeks I was symptom-free. No headaches, no viruses, no leg pain. And no visits to the doctor. I had a checkup at the hospital to make sure that everything had healed and that my right kidney was functioning normally. I just had to have the IVP test again. It was the same procedure with the needle in my arm except this time when the IV flow started I screamed with pain. It felt as if flames were eating the insides of my veins. The nurse said it was supposed to be uncomfortable but I knew it shouldn’t be like this. I started thrashing in the bed, sweating, and screaming. I could tell the nurse was annoyed with me, but I couldn’t help it. I didn’t care. The pain was in my chest now, impossibly heavy, then heavier still as if all the weight in the world was pressing in on it. Suddenly the doctors were back in the room saying something about blood pressure. Everyone was talking and moving at once and then it all faded away, the pain, the noise, everything. I was floating above my bed and I saw a cart being rushed in with a machine with some kind of blocks and a telephone cord. A doctor put the blocks on my chest. At that point I grew bored and floated away to the room next to mine where I saw a blond girl in a blue and white hospital gown having a needle put into her arm.

I’d never seen her before. She was pretty, maybe a year or two older than I was, and I lingered for a while, light-headed, watching her.

Outside in the waiting room my mom listened to a couple of nurses gossiping about me, about my pediatrician and his misdiagnoses. She breathed a sigh of relief, glad that the guesswork and uncertainty lay in the past now, sure that a new healthy chapter in our lives was about to begin. Seconds later the nurses stopped their chatter and rushed from the room. A Code Blue had been issued and everyone was scrambling. This was the first time that my heart had stopped. A doctor ran a crash cart into my room and used the defibrillator to get my heart going again. It would not be the last time. I was seven years old and had lost a kidney. I was also severely allergic to iodine.

My parents and I had thought we’d made it through. That it was okay to think about a future free of doctors and hospitals and waiting rooms. Now we weren’t so sure. We’d been catapulted back into a world of confusion and questions where good health was tenuous. Little did we know that the nightmares were just beginning.
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CHAPTER TWO

A Double Life

I was looking into the refrigerator for something to eat when my whole body started shaking. A strange tingling sensation shot through me from my head to my hands to my feet and I thought I was being electrocuted. I clung onto the fridge door while vaguely aware that I should let go if the electricity was coming from there, but then I couldn’t think about anything as the tingling and the shaking turned into something bigger, something I couldn’t control that took all my thoughts away. Everything became movement and pain.

The next thing I remembered was my mom’s face looming over me. I was lying on the kitchen floor, the fridge door swinging open above me. My head ached. “John, what happened? Are you okay?” My mom’s voice was gentle, concerned, but it seemed to reach me through a fog. I tried to stretch out and hold her so she could take away the scared feeling in my stomach, but I was too tired. I just wanted to go to sleep and not think about anything ever again.

That was my first big seizure. Looking back it became clear that there had been smaller incidents, moments of drifting away from the here and now, headaches and dizziness, but this was the seizure that confirmed to the doctors that I had epilepsy. They gave me medicines, and I followed their directions and went about my life. Once in a while a seizure would take me by surprise as it had done in the kitchen and then I would spend a day or two at home, resting, but mostly I didn’t let epilepsy bother me.

After each episode I bounced back into life as soon as I could, eager to see my friends and play sports, making up for the time I’d missed. I’d start practicing my karate moves in my bedroom again, spending hours perfecting them. I’d taken up karate the year before and loved the peaceful focus that came with it, the orderly progression through the thirteen different levels, based on skill level. I wanted to be a black belt.

Whenever I had a spare moment I drew pictures. Even when I was home sick and my migraines hurt too much to practice karate, I was able to lie in bed drawing. It was my way of working things out. Some people talk and others write while still others let their thoughts roil around in their brain, but for me drawing was the way I made sense of the world. I didn’t run and show my parents what I’d drawn each time. I wasn’t really interested in the finished product. I sketched whatever was on my mind, always working on getting the details down. The more details, the better. I was very visual and could draw from memory: faces, machines, objects. The stack of paper in my bedroom grew higher and higher until I cleaned up or needed more space, and then I threw the drawings out. I didn’t need them anymore. I needed blank paper instead so I could draw something else. Besides, all my favorite drawings were stored in my brain in all their intricate detail.

In high school a flurry of seizures caught me unawares. I hadn’t experienced anything like it before—the intense muscle contractions, my body rigid for minutes, loss of consciousness, and disorientation. When I came around I was bewildered and exhausted. I didn’t know where I was. I didn’t know who I was. My world came back to me in vague degrees.

These seizures came completely out of the blue and disappeared just as quickly. I’d be walking to school with my friends or hanging out at a coffee shop and before I knew it I was lying unconscious on the ground. I got a lot of scrapes, bumps, and bruises that way. My friends learned to deal with it and to get help if the seizure seemed especially bad—maybe I was convulsing and flailing more than usual, or maybe it lasted longer than they were used to. But for the most part, they were just something that my friends and I dealt with and moved on from.

With my parents it was different. We spent a lot of time with doctors and in hospitals learning about the mysteries of both epilepsy and the human brain. Whenever I had a seizure, my meds
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